Background: In acute myocardial infarction the risk of death and loss of myocardial tissue is at its highest during the first few hours. However, the process from symptom onset to the decision to seek medical care can take time. To comprehend patients' pre-hospital delay, attention must be focused on the circumstances preceding the decision to seek medical care. Aim: To add a deeper understanding of patients' thoughts, feelings and actions that preceded the decision to seek medical care when afflicted by an acute myocardial infarction. Methods: Fourteen men and women with a first or second acute myocardial infarction were interviewed individually in semi-structured interviews. Data were analysed by qualitative content analysis. Results: Four themes were conceptualized: 'being incapacitated by fear, anguish and powerlessness', 'being ashamed of oneself', 'fear of losing a healthy identity' and 'striving to avoid fear by not interacting with others'. Patients were torn between feelings such as anguish, fear, shame and powerlessness. They made an effort to uphold their self-image as being a healthy person thus affected by an unrecognized discomfort. This combined with a struggle to protect others from involvement, strengthened the barriers to seeking care. Conclusions: The present study indicates that emotional reactions are important and influence patients' pre-hospital behaviour. Being ashamed of oneself stood out as a novel finding. Emotions might be an important explanation of undesired and persisting patient delays. However, our findings have to and should be evaluated quantitatively. Such a study is in progress.
Introduction
In patients with an acute myocardial infarction (AMI), the risk of death and loss of heart muscle is at its highest during the first few hours. Therefore, a decreased patient delay should, even if modest, have a great potential to reduce both mortality and morbidity in patients when afflicted by an AMI. [1] [2] [3] In a statement from the European Society of Cardiology (ESC), 'patient delay' implies the time from onset of symptoms to the point of first medical contact. The first medical contact is defined as the point at which the patient is either initially assessed by a paramedic or physician or other medical personnel in the pre-hospital setting, or the patient arrives at the hospital emergency department. 4 In this study we define patient delay in line with the ESC guidelines.
Out of the hospital mortality is decreasing. 5 But, because of the concomitant and relatively greater decrease in hospital mortality, the proportion of out of hospital mortality increases. 6 This means that the greatest potential to decrease fatalities in patients with AMI is in the out of hospital context. Part of this mortality could be explained by long pre-hospital patient delays. 6 The time from onset of symptoms to arrival at emergency care has shown no sign of shortening. 7 To shorten patient delay is therefore essential, but is a task of great complexity. Mass media campaigns and other efforts to educate the community have shown no clear-cut effect on patient delay after initial AMI symptoms. 8 Not even one-to-one education, with the aim of increasing patients' knowledge about cardiac symptoms as well as improving their attitudes and beliefs about seeking care immediately when experiencing acute coronary symptoms, has had an effect on this delay. 2 Numerous studies have broadened the knowledge of patient delay when afflicted by an AMI. [9] [10] [11] [12] [13] Possible explanations for the persisting patient delay are the idea that patients' pre-understanding of the main symptom of an AMI is a sudden, strong and crushing pain, originating from the heart, and that patients' experiences do not match their expectations about symptoms of an AMI.
Our previous qualitative study on this topic 10 was based on the self-regulatory model of illness behaviour (SRM), which is a model for interpretation of adherence behaviour. 14 The model suggests that health-related care-seeking behaviours and coping responses are influenced by the patients' own beliefs or representations of illness. In our previous study we used the model to explain the care-seeking behaviour in patients afflicted by an AMI. 10 Moreover, we defined a 'turning point' as the moment when a person loses or abandons self-control and decides to seek medical care. The process to the 'turning point' is often modified by social interactions and by the use of different coping strategies and reappraisals of the discomfort. The process is also determined by both cognitive and emotional interpretations of the discomfort as a potential health threat. 10, 15 In studies describing emotions in patients afflicted by an AMI, the focus has often been towards worries, fear and anxiety but there is a lack of in-depth descriptions. [15] [16] [17] It is necessary to provide deeper understanding of, and skills to cope with, the primary emotional arousal. 18 Apparently, even more knowledge is needed before it is possible to design evidence-based interventions aiming to reduce patient delay in patients afflicted by an AMI. To add relevant knowledge, patients' pre-hospital care-seeking behaviour has to be studied further and in more depth.
The aim of the present study was to add a deeper understanding of patients' thoughts, feelings and actions that preceded the decision to seek medical care when afflicted by an AMI.
Method
A qualitative descriptive study design with individual interviews was chosen. 19 Patients were allowed to speak freely about their experiences to deepen the understanding of their thoughts and feelings in this life-threatening situation.
Sampling procedure and study participants
Patients who had been afflicted by an AMI were recruited from the coronary care unit at a large hospital in Stockholm, Sweden. Patient characteristics are presented in Table 1 .
Based on criterion sampling, 20 ten men and four women, 39-86 years old, were included in the present qualitative individual semi-structured interview study. As a criterion, the selected patients were being treated for a first or second event of an AMI. They spoke and understood the Swedish language and were willing to participate. Those clinically unstable and/or with cognitive problems, were excluded. Patients fulfilling the inclusion criteria were invited to participate by the first author, 3-5 days after their admission to hospital. None of the invited patients objected to participate. In agreement with the patient, the principal author arranged a time for the interview to take place as soon after discharge as possible.
Data collection
Data collection was carried out from February 2008 to May 2008. An interview guide was used to ensure that certain topics were covered. Each interview began with the opening question 'Please tell me about the first signs you noticed when you got your AMI'. The following questions were probed to understand their thoughts, feelings and actions from symptom onset to the decision to seek care e.g. 'How come that you ended up with the decision to seek medical care?' and 'Describe your feelings around your decision seeking medical care?'. When necessary, the questions were followed by clarifying and exploratory probing questions: e.g. 'Can you tell me more specifically about that?', 'What did you feel?' or 'What did you do?' The interviews took place, in median 6 days after discharge, in a neutral setting in the hospital where the participants felt comfortable. The interviews were taperecorded and lasted from 25-45 minutes.
Data analysis
A qualitative content analysis was used to analyze the data. 21 According to the aim, sentences or paragraphs containing aspects related to each other through their content and context (i.e. the meaning units) were identified and extracted from the text. These meaning units were roughly sorted by relating to their content, to make the analysis easier to grasp. Each meaning unit was then condensed and labelled with a code, while still preserving the core. Then the codes were compared to each other.
The codes that appeared to belong together were placed in groups and preliminary sub-themes were formed. In the next step, connections between sub-themes were sought while searching for themes on a more abstract, interpretative level. Four themes were conceptualized describing the patients' thoughts, feelings and actions when afflicted by an AMI.
Rigour
Individual interviews were chosen to guide the patients to recount their memories of the event. The focus on individual experiences provided rich descriptions and contributed to a deep understanding. The interviews were performed near in time to the patient's care-seeking to contribute to trustworthiness. The interviews were listened through and transcribed verbatim by the principal author. To validate the interview transcription, the original tapes were listened through simultaneously while reading the transcripts. The transcriptions were found to be accurate. The authors read several interviews independently to increase credibility and discussed the coding leading to consensus. 21 The principal author conducted the following process of reading, re-reading, coding and the preliminary formulation of sub-themes. The authors discussed the coding and the preliminary sub-themes, which were found to be reasonable. In the last step of the analysis themes were constructed.
Representative quotations from the original interviews were selected to illustrate the results and to gain credibility. To improve the judgment of transferability, the data collection and analysis process were carefully described. The findings might, in the right context, be transferrable to similar groups of patients afflicted by an AMI. 21 
Ethical considerations
Patients received both written and verbal information about the study, emphasizing confidentiality. Withdrawal was possible at any time without giving a reason and would not affect their current or future care. Written informed consent was obtained from each informant. The study follows the principles outlined in the 'Declaration of Helsinki; 1964' and was approved by the Regional Ethical Review Board in Stockholm, Sweden. Diaries number 2005/933-31.
Results
Four themes were conceptualized that described the patients' thoughts, feelings and actions, preceding their decision to seek medical care: 'being incapacitated by fear, anguish and powerlessness', 'being ashamed of oneself', 'fear of losing a healthy identity' and 'striving to avoid fear by not interacting with others'. Themes and sub-themes are presented in Table 2 .
Being incapacitated by fear, anguish and powerlessness
Weakened by fear and anguish. Patients said they were afraid of having a severe or a dangerous disease. They felt anguish when the strange discomfort persisted and they expressed anxiety about the cause of the symptoms: 'It felt like my body woke me up… it really felt like that… not the pain, it was something psychic, I don't know, something woke me up, it was just… I should get up'. Patients felt intense anguish as they experienced that something in the whole body was fundamentally wrong rather than that the discomfort was intolerable.
Their anguish increased as their strange discomfort was severe or did not vanish, expressed as death anxiety: 'Just that you can feel such strong anxiety about it makes you scared. I didn't feel so much pain. But strong anguish and I felt like crap, you know. It's just that you feel fundamentally sick in your whole body…// you think you'll die…'.
Feelings of despair and powerlessness. The patients expressed feelings of despair and powerlessness when they did not know how to contact health care services in general or when they failed to make contact with their ordinary general practitioner at the health care centre. They put much effort into considering how and when they should contact the health care service, and to whom they should speak. These feelings of despair consumed a great deal of time: 'But, I don't know how it is, whom you can call especially at night, or if it's best to call for an ambulance. It's so rare, you have never been sick before so you don't know how to act'. The patients described concerns and worries that they would have to wait for a long time in the emergency room, and it demanded a great deal of effort to face this situation.
Also, when considering seeking medical care, patients thought they would have to ask their spouses to stay with them at the emergency room. Feelings of powerlessness then arose which made them hesitate to seek medical care.
Being ashamed of oneself
Hesitation to cross a boundary. The patients expressed there was a hesitation to cross a boundary. Patients were sure that they could seek medical care, but they hesitated, as they did not know how ill they should feel before deciding to do so. They also felt uncertainty about whether they should call an ambulance or not when it might later turn out that they had not needed it: 'You don't want to call an ambulance and then, when ending up at the emergency room, they tell you that nothing is wrong with you. I think you have to pass a threshold there'.
Other patients confessed that they were too proud to seek medical care. They said they finally did it by forcing themselves: 'Even though it was hard to do… I swallowed my pride and went to the hospital'.
Feelings of failure. The patients expressed it was important to act properly in this new and unfamiliar situation. They felt ashamed for not living up to their expectations of themselves, which evoked feelings of hopelessness and thoughts of being a troublesome or burdensome person. This was expressed, for example, as that they did not want to be an encumbrance at the emergency room: 'You don't want to be an encumbrance and be sitting there at the emergency room all night and then be told that you just have some problems with your back'. Further, they did not want to be ridiculed for seeking medical care for trivialities: 'You don't want to go to the emergency room and they think that you're someone that doesn't need emergency care'. Patients also hesitated to seek medical care because they did not want to misuse resources needed by others.
These feelings of failure were reported in a wish to avoid seeking unnecessarily medical care.
Feelings of being exposed. Patients experienced feelings of being exposed. They expressed embarrassment if an ambulance would pick them up, especially with the emergency light on, or if it should turn out there was nothing wrong with them. Also, there were feelings of being exposed if their neighbours would see them in a vulnerable situation.
If they sought medical care they were worried about being embarrassed in front of the medical doctor, about not to have taken their prescribed drugs or not to have lived a sufficiently healthy life. This was also expressed as a fear of authority: 'And then, even if you want to confess it or not, I think there is a slight… fear of doctors, that you're embarrassed to hear that you have not lived as you should, nor eaten as you should, that you'll be told off for mistreating your body'.
Fear of losing a healthy identity
Struggling to hold on to their self-image. The patients said that they tried to avoid discomfort by struggling to hold on to their self-image as a healthy person. They considered themselves to be responsible persons who cared for others first, and for themselves second. Patients said that they were too young to be afflicted by a heart attack, or that they were stubborn and sulky persons, convinced that a heart attack should not happen to them. Also they were brought up in an old-fashioned way not to seek medical care unnecessarily, as well as belonging to a generation that did not allow selfcomplaint: 'I've grown up in that generation when you don't worry so much about yourself. Instead you think it will pass. You don't see a medical doctor without cause'.
Labelling their discomfort with unthreatening explanations. The patients tried to overcome the persistent discomfort by labelling it with unthreatening explanations, for example as their own well-known angina pectoris, gastric catarrh, a cold, stress, the winter darkness, because they had eaten too much, or caused by events in the family or in the vicinity. Also, patients thought the symptoms were caused by taking on the burden of another person's troubles: 'Despite symptoms of intensive chest pain, I thought they were caused by myself by being too worried about someone else's problems'.
The discomfort struck too suddenly or with a symptom mismatch. Further, symptoms were described as too diverse and patients emphasized the discrepancy between the discomfort and their view of a heart attack.
Avoiding dependency on their discomfort. Patients' said they chose to clench one's teeth, and then forcing themselves to continue with their duties as they accepted worsening of the symptom as well as symptom variation. They tried to convince themselves that the discomfort was serious but they were used to that symptoms would pass: 'of course there were thoughts that the symptoms were serious but…it's just that, you don't want to take it all in, and as I said, I have been spoiled that things will pass…'.
Others thought the discomfort was nothing to worry about and would pass as the intensity was fluctuating.
Striving to avoid fear by not interacting with others
Trying to protect others. Patients tried to protect others from being involved in their situation as they had an inherent fear of bothering or frightening spouses, friends and colleagues, with their discomfort. They thought others had enough problems in their own everyday lives. Patients therefore avoided telling their spouses, even when they had appropriate medical knowledge, as the patients did not want to worry them. Moreover, patients thought of the possibility that the spouses would perceive them as complainers, especially when they knew that the spouses disliked mawkishness: 'Kids and partners do not want to hear about pain. If you feel pain, it should be real pain that you need to go to the hospital for'. They also thought of protecting those who were unfamiliar to them, as they did not want to occupy space needed by others. For example, taking someone else's place in the emergency room: 'I thought I didn't want to take someone else's place in the emergency room, because there are always so many ill people'.
Hesitation to follow advice seeking medical care. Patients' denied following advice by health professionals at the health care centre to go to the emergency room. They said they avoided seeking contact with emergency care professionals as they were not accustomed to them or to the health care system, and therefore hesitated to follow their advice: 'After a while, a doctor from the health care centre called and she also pushed me to go to the hospital. "Call an ambulance" she said. "Never in my life" I said. "I can walk; I've driven the car today'.
Discussion
In this article, the aim was to add a deeper understanding of patients' thoughts, feelings and actions foregoing their decision to seek medical care. In the results, patients' emotions were highlighted. These emotions were prominent and could be full of contradictions, which consumed much time before the patients arrived at a decision to seek medical care.
One of the main findings was the strength of the patients' anguish and powerlessness. The patients described how they pondered, in despair, what to do, incapable of taking the initiative to seek medical care. This is in contrast to prior studies, where anxiety in AMI patients prompted them to seek medical care early. 11, 22, 23 These studies have described death anxiety or fear of death as a trigger to seek medical care early. In this study there was no such indication. Patients' were torn between different feelings of anxiety, fear, shame and powerlessness and it took some time for them to realise that they had to seek care.
To get sick was unexpected and unwanted for all patients in this study. Data showing patients' fear of losing a healthy identity were considerable. Patients used several strategies to preserve a healthy identity by, for example, labelling their discomfort with other, less threatening explanations. This was also found in another qualitative study, showing patients had difficulty interpreting symptoms as serious because they had a healthy lifestyle. 24 The patients in our study, like those in others, attributed their symptoms to other diseases. 12, [25] [26] [27] Other patients in our study tried to relate their symptoms to external causes, such as stress, the winter darkness, or other contextual phenomena. It seemed essential to them to find an explanation for their discomfort in order to handle the situation, as also shown in another qualitative study. 28 However, this labelling process was imprecise and time consuming.
In the theme 'fear of losing a healthy identity' it appeared important to the patients to act properly and in accordance with societal norms and values. Patients described themselves as belonging to a specific generation or having a trait of character that led them not to seek medical care unnecessarily. This meant that they tried to label their behaviour according to norms and values, trying to affect and control themselves by words that strengthened their hesitation to seek medical care. This finding showed that it was not just how patients interpreted their health threat, nor their coping strategies, nor their appraisal of the health threat, that was important. Also, the patients' personal views on their role in the community have to be considered. To fit in with norms and adhere to values is important in our society. Values influence the sense of self-worth that derives from doing certain things in society. 29 Being ashamed of oneself stood out as the main and novel finding in this study. It could be phrased in various ways. Some patients talked about shame directly. In other statements the authors interpreted data as expressions of shame, for example when expressing feelings of being exposed. Shame can be defined as directed towards a global self and is associated with feelings of hopelessness and of perpetually being a terrible person. 30 Shame has also been found to be a prominent feature in patients suffering from other diseases. A qualitative study investigating experiences of care following a suicide attempt described how shame influenced perceptions of care. 31 Another study described feelings of shame as a result of spilling and other eating difficulties in patients with stroke. 32 Women afflicted by an AMI have reported feelings of shame and guilt during the hospital stay at the coronary care unit. 24 However, to our knowledge, shame in connection with care-seeking, when afflicted by an AMI, has not been described before. Instead, studies have described embarrassment in relation to acute coronary syndromes. 11, 26, 33, 34 In these studies, patients felt embarrassed or uncomfortable because of their symptoms, and therefore hesitated to seek medical care. In another study, patients expressed worries about not being taken seriously by the doctor. 35 Moreover, interviews have shown that patients may be afraid of calling for the ambulance unnecessarily or believing that they are not ill enough. 36 Our study emphasizes that behind these statements there might be emotions such as being ashamed of oneself. The concrete descriptions of shame obtained in this study were limited. The original purpose of the data collection was to add a deeper understanding of patients' thoughts, feelings and actions prior to care-seeking in a broader sense. 'Being ashamed of oneself' evolved as an important theme during the data analysis.
Patients in the present study had an inherent fear of bothering others with their discomfort. They did not want to be perceived as a complainer in front of family members. They thought that the spouses would not accept their discomfort was real. This was strengthened by the findings in another qualitative study, which indicated that symptoms of an AMI were often unrecognizable to others. 37 That patients do not want to be troublesome or worry others has been well described before. 24, 25, 28 Although our main interest was the time from symptom onset to the patients' decision to seek medical care, we have defined patient delay in this study as the time from symptom onset to the point of first medical contact, although this time is objectively assessable. However, during the interviews it became obvious that participants' used time not only to come to a decision to seek care but also on how to contact health care.
Both patients with long and short delay were included in the study. None of the patients sought medical care immediately after symptoms onset. Even patients who had a shorter delay than 2 hours expressed emotional barriers to seek medical care. These two patients who sought medical care within 2 hours (Table 1) made their decision to seek medical care based on perceived strong discomfort.
Limitations
This study has some limitations. The interviewer was a cardiac nurse, which could represent a potential bias in data collection and interpretation. Moreover, there may be a recall bias because the patients were asked to recall their experiences and thoughts about a situation that had occurred several days before. Another limitation is that patients who do not seek medical care when afflicted by AMI were not investigated in this study. It is plausible that patients who die during AMI outside hospital also experience, before death, emotional barriers to care-seeking.
Clinical practice implication of our findings can be that shame may play an important role in restraining patients with life-threatening symptoms from seeking medical care. If so, the findings have to be considered in interventions aiming to reduce patient delay when afflicted by an AMI. Also in secondary prevention, it could be important for health care professionals to ask patients about experienced emotions when afflicted by an AMI. The patients' emotions could then be used as a key to give individualized advice on how to act if they are afflicted again by an AMI.
Conclusion
The present study indicates that patients' emotional reactions are important and influence the patients' pre-hospital behaviour. Being ashamed of oneself stood out as novel finding. The emotions were full of inconsistencies and emotions might be an important explanation of undesired and persisting long patient delays when afflicted by an AMI. However, our findings have to and should be evaluated quantitatively. Such a study is in progress.
